A dvances in medical science and technology have improved outcomes for many children with special health care needs. Families and physicians who, historically, had focused on getting a child through one health crisis after another now face a different challenge-that of transitioning the growing child into the world. Transition is a continuum of changes that may include the move from hospital to home, from home to school, from school to work, from home to community, and from pediatric to adult health care. Children and youths with special health care needs (CYSHCN) are less likely than their peers without disabilities to succeed at some transitions. They are less likely than their peers without disabilities to graduate from high school, attend college, work in competitive employment, or live independently. 1, 2 Preliminary findings of studies conducted in the adolescent transition projects funded by the federal bureau of Maternal and Child Health indicate that many youths with special health care needs "have little or no experience in managing their own health care, making medical appointments, or discussing their medical conditions." 3 The studies also indicate that although youths may want an education and a job in the community, the adults in their lives often have low expectations regarding their future employment and independence. 4 Like their families, youths have trouble getting timely information about community resources, struggle with ineffective systems of communication, and experience poor care coordination of their health care.
Each transition is an opportunity to help families of CYSHCN develop skills and strategies for making the next transition. The American Academy of Pediatrics Consensus Statement on Health Care Transitions for Young Adults with Special Health Care Needs 5 uses the Medical Home as its vision of health care and health care transition for CYSHCN. The Medical Home, 6 ie, care that is family centered, community based, and coordinated, also serves as a framework for developing transition-related competencies. In a Medical Home, physicians, practices, and families partner together to provide accessible, coordinated, compassionate, comprehensive, and culturally effective care. Families look to pediatricians as a source of information and support, approached with mutual respect, when planning for the future. We believe that there are 3 transition competencies that pediatricians and residents should develop: 1) planning for the future with families, 2) linking families (including youths and young adults) to share information and experiences, and 3) developing practices that encourage the child/youth/ young adult to accept responsibility for his or her own health care. To start, physicians and families need to develop a life (not illness) plan that begins with the end in mind.
DEVELOPING A LIFE (NOT ILLNESS) PLAN: BEGINNING WITH THE END IN MIND
"To begin with the end in mind means to start with a clear understanding of your destination. It means to know where you're going so that you better understand where you are now and so that the steps you take are always in the right direction."
Stephen R. Covey When our son was 3 months old, he was diagnosed with cystic fibrosis (CF), a progressive, genetic condition that primarily affects breathing and digestion. Soon after his diagnosis, his physician, in his typically family-centered approach, asked me where I wanted my son to be in 20 years. I can remember being a little confused by his question. I was still very focused on getting through each day and really did not have much energy to think beyond taking 1 day at a time. He persisted. Where did I want my son to be in 20 years? What had I wanted for him before he was diagnosed? Forced to think about it, I finally said that we were hoping that all of our children would be able to go to college. His response was very positive and explained that because CF would mean physical limitations, it would be wise to think of ways that our son could make a living using his mind. He said that planning for college was one way to begin thinking about the future. For him to go away to school, we would also need to begin to think of ways to help him gradually assume more responsibility for his own health care.
To make his point about planning for the future, the physician told me about a young man who had been diagnosed with CF when he was 6 years old. His family had been told to take him home and love him for as long as they would have him. Expecting that their son might die anytime, the young man and his family did not plan for the future. By the time he was 17, he had dropped out of school because he saw no purpose in continuing his education. He then spent his time watching television and waiting to die. The tragedy was not that the young man had cystic fibrosis, the tragedy was that a life seemed to have been wasted. Given no hope, it is easy to understand why the family did not think about the future-it was too painful. With the twists and turns that CF sometimes takes, I, too, was unsure of what the future had in store for my son. However, with the story of the 17-year-old in mind, I knew that we needed to take the risk of beginning to plan for the future and to help our son plan for his own future. At less than 6 months of age, I knew I had some time-I just did not know how quickly the time would pass.
No matter how challenging the disability or compromising the chronic illness, we owe it to our children to take the risk of thinking about the future and beginning to help them develop a plan. Another important concept in the development of life plans is the idea of "not going around closing doors." My son always wanted to be an airline pilot (an unlikely career for someone with CF). Rather than squelching his dreams, we allowed him to take flying lessons, and (although not as a pilot) after he graduated from college, he went on to work for an airline. Families frequently make decisions about their child with special needs on the basis of their fears of what might or might not happen rather than the interests, talents, and capabilities of their child. Rather than forcing themselves to consider the opportunities, families can become immobilized with their fears of failure or their refusal to take any risks where their child with special needs is concerned. My son's pediatrician frequently reminded me not to go around closing doors before it was necessary and to trust that I would know when it was absolutely necessary. As my son was growing up, there were numerous times when I remembered his words. Some of the risks were small, but there were also times when I wanted not only to close a door but also to lock it and throw away the key.
Developing a clear understanding of a destination with a child with special needs is not easy. Building on the experiences of other families, talking with young adults and adults with disabilities and serious chronic illness, looking for options, and working with other knowledgeable professionals all are ways to get started in the right direction. A family-centered approach using some of the following strategies may be helpful:
• • Set a positive "can do" attitude with families by encouraging families to allow children to attempt new things, especially activities that are developmentally appropriate for a typically developing child of the same age. Look for opportunities to discuss what the child can do rather than focusing only on the challenges. Use "people first" language that emphasizes that a child with special needs is a child first (ie, child with Down syndrome rather than a Down syndrome child).
• Encourage families to include their child with special needs in programs and activities with typically developing children, including but not limited to regular classrooms in school, recreational programs that include children with a variety of abilities, community preschool programs, church camps, and other community programs designed for all children.
It is important to remember that helping families think about the future and maintain positive attitudes about the possibilities happens only over time and through consistent, thoughtful interactions that focus on the positive and the world of possibilities that are available to youths and young adults with special needs. By providing a Medical Home with a focus on family-centered and community-based care, physicians can be instrumental in helping families plan for the future where expectations are held high, developmentally appropriate decision making and
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WITH A LITTLE HELP FROM MY FRIENDS: LINKING FAMILIES IN A PLAN FOR THE FUTURE
"There are only two lasting bequests we can hope to give our children. One of these is roots-the other, wings."
Hodding Carter Building a life plan for children with special needs is easier when physicians and families connect with families of older children with disabilities or serious chronic illness. A friend who has a son with Down syndrome reported that when her son was only a toddler, she got to know some families who had older children with developmental disabilities. She learned about resources and opportunities as these older children were prepared for jobs in the community through high school. She also, however, observed and learned from the pitfalls-ie, when these youths with developmental disabilities transitioned into jobs after graduation, many could not keep a job. There were reports that the young people took longer breaks than they should, did not get along with supervisors or peers, and did not take pride in doing a good job, whatever it was. It occurred to her that although some of these young people had been trained in specific job skills, they had never been given the opportunity to develop a work ethic. Learning from the experiences of other families, my friend developed a life plan for her son that included, among other things, a job delivering newspapers when her son was 10. His older brother was his job coach, and he was responsible for delivering those newspapers regardless of the weather, his attitude, or any other reason. He was taught that his customers depended on him and that being developmentally disabled was not an excuse for not doing a good job. At 27 years of age, this young man with Down syndrome has held the same job for the past 5 years with employment benefits including health insurance and a 401(k) plan.
My first opportunity to meet young adults with CF was at an annual family conference for children with CF. At the conference, we heard a presentation by young adults who talked about the successes and challenges of growing up and living with a chronic illness. I have to admit that meeting older adults with CF was sometimes difficult, particularly when the adult was having a lot of problems with his or her disease. For me, it was worth the risks. I learned a great deal from those folks, and I will always be grateful for their willingness to share their life and stories with me. I especially remember a young man who seemed to have such a positive attitude about his life and his disease. Although he was working full time, it was very clear that he also had a parttime job just keeping his body healthy. I will never forget the conversation that came up at the conference about how many courses a student with CF should take as a freshman in college. There were lots of different opinions about what was best for whom. It did not matter that each family had a different opinion. What was important was that through our conversations, we each had a better idea about the issues and the possibilities.
As previously stated, building life plans and developing a clear understanding of a destination with a child with special needs is not easy. Relating the experiences of other families, talking with young adults and adults with disabilities and serious chronic illness can help not only families but professionals as well to get started in the right direction. Some of the following strategies may be helpful in building transition competencies:
• Introduce families to one another. As you work with families, ask them whether they would like to talk to other families who have a child with a similar condition-permission to release their name and telephone number to another family can be documented easily with the parent's signature in the chart. Through contacts with other families and with adults who are living with disabilities, families have a wonderful resource of information for developing a vision for the future. Remember that each family and child is unique. We come from different communities and different cultures and have different strengths, hopes, and needs. The purpose of connecting with others is to help families think about the possibilities, including the successes and the challenges. Pediatricians, working through a Medical Home, can foster and partner with families and individuals with disabilities to develop life plans that give our children with special health care needs not only "roots" but also "wings."
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